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ABSTRACT 
Background.  The development of paediatric home healthcare is underpinned by three 
principles: first to increase the quality of life of patients and families, second to 
decrease cost and the length of hospital stay, and third to promote community 
participation in healthcare delivery.  With the advancement of technology and the 
transformation of healthcare delivery, an increasing number of children who are 
chronically ventilator-dependent are been discharged to home. 
 
Aim.  The aim was to investigate and describe the qualitative experiences of primary 
caregivers who care for ventilator-dependent children at home. 
 
Methods.  Phenomenography was chosen as the qualitative research approach for the 
study.  Seventeen primary caregivers who cared for a ventilator-dependent child at 
home were recruited from four states of Australia. 
 
Findings.  Seven categories of description and an outcome space are the research 
outcomes.  The care-giving experience was understood as (1) “hospital is another 
world to me”; (2) “it’s a new world”; (3) an ambiguous social identity; (4) the medical 
technology with my child is frightening but necessary; (5) “the difficulty is having the 
carers at home”; (6) social isolation; and (7) the experience as changing as a person. 
 
Conclusion.  The outcomes of the study reveal the significant and distinctive nature of 
the care-giving experiences of the primary caregivers.  The outcomes emerged from 
the study are germane to clinical practice development, health education, policy 
formulation, and research development in paediatric home healthcare. 
 
Keywords:  paediatric home ventilation; technology; caregiver; chronic illness; 
phenomenography; qualitative research 
 
SUMMARY 
 
 
What is already known on this topic 
 
1. Paediatric home care is a fast-developing healthcare industry aiming to 
counteract high hospital costs and create alternative care delivery system for 
those children who are technology-dependent. 
 
2. A growing number of children who depend on long-term ventilation support are 
discharged to families at home. 
 
3. Families of ventilator-dependent children commonly acquire medical and 
technical skills in order to take the children home, however their experiences and 
needs at home are not well understood. 
 
 
What this study adds 
 
1. The experience of caring for a ventilator-dependent child at home is like “a new 
world” for the primary caregiver and is associated with both positive and 
negative experiences. 
 
2. Caring for a ventilator-dependent child at home results in a medicalisation of the 
home. 
 
3. Community support for the long-term needs of the primary caregivers of in-
home ventilator-dependent children is not adequate. 
 
 
 
 
 
 
INTRODUCTION 
Advances in health technology and research in the last two decades have resulted in 
improved survival rates for acutely and chronically ill patients who were, in the past, 
difficult to treat.  For example, in the neonatal intensive care unit, lives of premature 
infants are saved by the most sophisticated and expensive medical treatments and 
technology (Bakewell-Sachs & Porth 1995, Noyes et al. 1999).  As a result, the 
mortality rate among these infants has been dramatically reduced, particularly during 
the early nineties, whereas the rates of disability, such as severe cerebral palsy have 
increased (Stanley & Blair 2000).  There is a healthcare trend toward; decreased 
mortality and increased morbidity rates in the general population (including children) 
(Stanley 2001), hierarchical labour structure in the healthcare industry (Gruskin et al. 
2000), rapid advancement in medical biotechnology (Stanley 2001), and an increasing 
public demand and expectation for quality services and care provision (Fusco 1994, 
Willis 1994). 
 
One of the strategies to achieve cost-effective healthcare is the transformation of 
healthcare delivery (Ruddick 1995).   This has been demonstrated in Australia 
through changes to patient administration and management, shorter hospital stays 
(Board & Caplan 2000) and early hospital discharge planning (Brandis 2000).  
Consequently, the reliance on community-based patient care delivery has become 
increasingly important (Kirk 1999a, Roberts 2001). 
 
THE TECHNOLOGY-DEPENDENT CHILD 
A technology-dependent child is characterised as “one who needs both a medical 
device to compensate for the loss of a vital bodily function and substantial and 
ongoing nursing care to avert death or further disability” (Wagner et al. 1988, p.3). 
Children who are chronically ill and depend on long-term medical technology for 
sustaining life functions, are discharged sometimes to home.  Children receiving 
medical treatments at home not only benefit psycho-socially, but also cost less in 
terms of their overall medical expense (Wagner et al. 1988, Fields et al. 1991, Fusco 
1994).  However, a review of published literature concerning cost of caring for 
technology-dependent children indicates that the cost of care may not be less because 
there is in effect a cost shift from hospital to home and a change of care responsibility 
from professionals to parents (House 1995, Kirk 1998, Wang & Barnard 2004) 
 
Although home care is of particular relevance for reducing healthcare cost and may 
have some benefit for chronically ill children, there is an absence of research 
investigating the experiences of family members caring for technology-dependent 
children.  When a child is discharged home, the family are often not given sufficient 
educational preparation and resources (Kirk 1999a, 1999b, Townsley & Robinson 
1999, Glendinning & Kirk 2000) and are forced to perform care that was previously 
provided by trained healthcare professionals (Lemons et al. 1998, Lantos & Kohrman 
1992).  Furthermore, every caregiver of a medically fragile child is at risk of physical 
burnout, emotional distress, parental distress, depression, and social isolation, 
especially when support and resources are insufficient or inaccessible (Leonard et al. 
1993, Fleming et al. 1994, Woody-Wood 1996, Cavanagh 1999, Thyen et al. 1999). 
 
Recently in Australia, the Victorian healthcare system introduced an initiative to 
expand acute ambulatory and home-based care under the heading of the "Hospital in 
the Home"(HITH) program (Santamaria & McKenzie 2000) and the Family Choice 
Program (McDonald 2002).  One initiative of the HITH program is to develop home 
chemotherapy standards (McKenzie 2000).  The process of developing standards has 
resulted in the identification of a number of key issues to be addressed that include 
home assessment criteria for chemotherapy administration, professional 
qualifications, the personal attributes of nursing staff in the HITH program, and the 
specific and unique needs of HITH carers (McKenzie 2000). 
 
The experiences and needs of ventilator-dependent children and their families, 
particularly primary caregivers, are important for the healthcare system and society 
yet the availability of empirical evidence is scarce.  Limited research has been 
completed in the area of paediatric home ventilation and there is at this time 
ineffective fiscal, social and welfare policy (Lantos & Kohrman 1992, Cohen 1995, 
Roberts 2001). 
  
THE STUDY 
AIM 
This paper presents the outcomes of a study that identified and described the care-
giving experiences of primary caregivers who care for ventilator-dependent children 
at home. 
 
THE PHENOMENOGRAPHIC APPROACH 
The researchers choose a phenomenographic approach to investigate the phenomenon.  
Phenomenography focuses on experience and describes similarity and difference in 
understanding (Marton 1981, 1986, 1992).  Phenomenography emphasises collective 
understanding which is time and context dependent (Barnard et al. 1999, Åkerlind 
2002).  Phenomenography is interested in people’s understandings of phenomena at a 
descriptive level and focuses on what (the referential aspect) and how (the structural 
aspect) a phenomenon of interest is understood by a group of people with similar 
experience and context. 
 
Conceptions are constructed from an analysis of data and are characterised into four 
different types of categories: relational, experiential, content-oriented, and qualitative 
categories (Marton 1988, p.181).  Conceptions represent the central meaning of 
understanding and each conception refers to a qualitatively different way that people 
experience and understand a phenomenon. 
 In order to logically demonstrate the relations between each conception they are 
depicted diagrammatically as an outcome space.  An outcome space is a portrayal of 
the logical relationships between conceptions; that is, the outcome space portrays the 
phenomenon under investigation.  In this study, the outcome space emerged as a 
hierarchical portrayal in that the various understandings of the phenomenon constitute 
a hierarchical order.  It is presented as an empirical “map of the qualitatively different 
ways in which people experience, conceptualise, perceive, and understand various 
aspects of, and phenomena in, the world around them” (Marton 1986, p.31). 
 
Participants 
The participants were primary caregivers of in-home ventilator-dependent children.  
Individuals in the study were eleven mothers, four fathers, a fifteen year old sibling 
and a carer who was nominated by a mother.  The age of the children ranged from 18 
months to 17 years and the length of home care ranged from 2 to 9 years.  The 
children depended on 24 hours ventilation support via tracheostomy (subject to 
physical condition), except one whose tracheostomy was decannulated a year ago, and 
was currently depending on mask ventilation.  The participants received home nursing 
services that ranged from 24 hours to overnight care, except a foster family who was 
unable to access any respite at the time because of being a “foster” family.  All except 
two of the families received publicly funded healthcare, and the others were funded 
through private insurance companies. 
 
Interviews 
Face-to-face, semi-structured interviews were undertaken by the chief researcher in 
the home of each participant during the year 2002.  The length of each interview 
ranged between forty to one hundred minutes and was based around open-ended 
interview questions such as: “What does having your child at home mean for you?” 
and “What is your typical day?”  Interviews were taped and transcribed verbatim.  
The transcripts were analysed with an assistance of a qualitative data analysis 
software - ATLAS.ti. 
 
Rigour 
The rigour of the study is demonstrated in two ways.  First, data and research 
outcomes were critically examined by two other phenomenographers.  Second, 
“trustworthiness” and “generalisability” are claimed because the researcher was 1) 
familiar with the phenomenon under investigation through extensive literature review 
and with the theoretical assumptions of the research approach; 2) aware of 
presumptions and personal biases identified through journal writing in order to know 
and bracket personal beliefs and biases; and 3) highly aware of the close relationship 
between the researcher and interpretation of data through constant reflection.  
Awareness and reflection during the research process ensured a “faithful” relationship 
between the researcher and data (Sandberg 1996, p.130).  The generalisability of the 
results was ensured because the sample in the study was heterogeneous.  The focus of 
the study was to seek the range of meaning which is congruent with the 
phenomenographic assumption of variation in experience (Ashworth & Lucas 1998, 
Åkerlind 2002). 
 
Ethical Considerations 
Ethics approvals from the university institution and four healthcare institutions were 
granted.   “Research Participation Information Statement” and “Consent Form” were 
provided to participants.  Oral and written consents were obtained from the 
participants prior to interviews.  Potential risk of emotional distress as a result of 
undertaking an in-depth interview was highlighted, however none was reported.   
 
Analysis 
Analysis of data followed the seven steps suggested by Dahlgren and Fallsberg (1991) 
for phenomenographic research which are familiarisation, condensation, comparison, 
grouping, articulating, labelling, and contrasting.  Meanings were sorted, grouped, and 
compared on the basis of similarity and difference.  The researcher focused on 
extracting meaningful accounts of experience from the words and statements of the 
participants.  Similarity and difference between conceptions were contrasted to clarify 
qualitative difference, to seek their structural relationship and to highlight variation 
related to the phenomenon under investigation (Marton & Booth 1997, Åkerlind 
2002, Cope 2002). 
 
 
THE EXPERIENCE OF BEING A CAREGIVER FOR A VENTILATOR-
DEPENDENT CHILD 
 
Analysis of data resulted in seven conceptions (Table 1) and an outcome space 
(Figure 1).  The conceptions describe collective awareness of the ways in which the 
care-giving experience at home was experienced and understood.  Although each 
conception described represents a qualitatively different understanding of the 
phenomenon, they are integrated in a logical order depicted by the outcome space. 
 Conception one: “Hospital is another world to me.” 
This understanding describes the experience that hospital is foreign.  Hospital is 
experienced as different from a normal life at home because it entails “not-normal” 
life routines and patterns that are associated with the invasive nature of medical 
care and healthcare professionals.  For example, one caregiver revealed that “it’s 
very impersonal being in hospital, you can’t sort of get on with your normal 
routine.”   
 
Conception two: “It’s a new world.” 
In this conception, “It’s” refers to the experience at home caring for a ventilator-
dependent child and “a new world” is an expression describing a surrounding that is 
new to a person.  The conception is identified as the second because hospital care 
preceded home care for those caregivers who experienced paediatric home 
ventilation.  Home life now involved both normal and not-normal experiences.  Home 
became full of medical machinery and a home nursing regime that occurred in a 
seemingly new environment in which to live.  Life at home involves unprecedented 
care-giving responsibilities and altered social relations. 
 
However amongst this upheaval the caregivers understood positive experiences arise 
from home care such as the achievement of hospital discharge, family union and 
progressive health of the ventilator-dependent child as described by the following two 
caregivers who stated that: 
 
“The positive thing is for [the child] to have a life outside of hospital.” 
 “The difference at home is, it’s just not a routine like the hospitals.  [The child] 
might have his catheter in six hours…because we’re in a home environment.” 
 
Notwithstanding the negative experiences were referred to far away from the 
experiences described because there is a prospect of physical and emotional burnout, 
restrictions to lifestyle, the occasional medical emergency, developmental needs, 
dealing with managing care and nursing, and ambivalent feelings about having to 
maintain an ongoing relationship with hospital.  The experience is described by the 
following two caregivers who emphasised that: 
 
“It’s hard on the kids because there’re times that we can’t do things as a normal 
family because we have [the child].” 
 
“I still feel the hospital has a little tiny hold on him.”  
 
The care-giving experiences reflect change and adaptation as the result of care 
regimens in the home and changed routines of daily living such as doing night-duty, 
dealing with medical equipment and alteration to roles and identity. 
 
Conception three: An ambiguous social identity  
This understanding focuses on an ambiguous role identity in the context of the care-
giving experience at home.  The caregivers assumed care-giving roles that were 
multiple and demanding as explained by the following caregivers: 
 
“When I look after him he sees me as one of his carers and not as his sister.” 
 
“…reading a story and then to have your child choke and you have to suddenly 
step into medical mould…is often like, your brain takes ten or fifteen minutes to 
get into gear…” 
 
The needs of the child resulted in the fact that caregivers play the role of not only 
affectionate parent but also routinised medical carer.  While the relation of caregiver 
to child is described ambiguous, the relation of caregiver to home care nurse is also 
identified ambiguous.  Caregivers in this study revealed that the role of a nurse in the 
home may be interchangeable between a social figure of a nanny and a medical figure 
of a carer, which resulted in confusion. 
 
Conception four: The medical technology with my child is frightening but 
necessary 
This understanding focuses on the experience of using medical technology at home.  
Machinery and equipment play a vital function in the care of the ventilator-dependent 
child, however it is regarded as a foreign body in a home environment.  It is both a 
frightening and complex yet has to be used by lay care-givers.  The experience of 
medical machinery is understood as ambivalence; that is, it is significant at home but 
sometimes scary and inconvenient, as explained by the following caregivers who 
stated that: 
 
“I was seriously fearful; to actually put a tube down your child’s nose and suck 
something out is a pretty significant thing to ask any parents to do it.” 
 “Machinery is just something that you’ve got to have if you want [the child] at 
home, because he needs it to survive.” 
 
Conception five: “The difficulty is having the carers at home.”  
This understanding focuses on the experience of receiving care assistance through 
home nursing services and is associated with the feeling of ambivalence.  Home 
nursing is described as essential for the continuation of care and its supervision and 
the provision of respite for family.  However, living with home nursing is stressful 
because both the privacy of a home and parental control are threatened or even lost 
through the presence of home nursing professionals.  The following quotations 
express the caregivers’ experiences: 
 
“We need them [the nurses] but I get frustrated…because it’s someone else in my 
home.”   
 
“I’d say the lack of privacy…and we need them there to look after [the child], 
but we were whispering in our bedroom.” 
 
Conception six: Social isolation 
This understanding focuses on the experience of social isolation.  Constant 
intervention and care for a child leads to a perception that the home is medicalised, 
and confinement to home reduces opportunities for socialising.   The resultant 
experiences of the caregivers’ situation can lead to a degree of social discrimination 
which results in misunderstanding and isolation.  The experience is explained by the 
following caregivers who stated that: 
 
“There’s no one else.  No matter how best my friends were, they didn’t know; 
they didn’t understand.” 
 
“After [the child] has this tracheostomy and all this equipment, I go to the shops 
and I’d feel like everyone was staring…[that] have actually complicated life 
terribly.” 
 
The experience encompasses also feelings that there is a lack of appropriate and 
sufficient social support for the needs of ventilator-dependent children and their 
families.  Caregivers described experiences of frustration and stress.  Caregivers 
understood that more respite for “time-out” activities such as family outings and 
increased practical support would significantly reduce the experience of social 
isolation and the general feeling of “being different”.  
 
Conception seven: The experience as changing as a person 
The final conception describes the transformation of oneself as a result of care-giving 
experiences at home.   Caregivers identified that although the care-giving experiences 
were full of adversities, they were aware of the change in self.  The changes were 
desirable such as positive attitude in life and increased empathy and personal strength 
to hardship, as explained by the following caregivers who stated that: 
 
“The positive thing about having [the child] around is that I think he has made 
me a better person.” 
 “It wasn’t’ all negative, like it was tiring for me physically and emotionally, but 
also I think I became stronger through it all.” 
 
The outcome space 
The outcome space (Figure 1) depicts the way the care-giving experience (object) was 
experienced and understood by the caregivers (subject).  The outcome space portrays 
the hierarchical relationship of the conceptions constituted by both an order of event 
from hospital to home (left arrow in Figure 1) and an increased level of awareness of 
experience and understanding (right arrow in Figure 1). 
 
The outcome space illustrates the external horizon (the way in which the phenomenon 
is related to its context) and internal horizon (how component parts of the 
phenomenon are understood and are related to each other) of experience and 
understanding.  Both horizons refer to the way in which the care-giving experience is 
delimited from, and related to, paediatric home ventilation.  The external horizon is 
portrayed as boundary-less because it is associated with experience of context that 
comprises both the local and global context.  The local context refers to the 
experience with the ventilator-dependent child’s care which is characterised by care 
that needs to be performed according to the level of importance of care prioritised by 
individual caregiver.  Next, the global context refers to the experience with paediatric 
home ventilation, which includes both the functional and operational components 
(such as respite, equipment and finance etc.) and the socio-ethical components of 
healthcare culture (such as the meaning of “home”, quality of life and social identity 
etc).  The internal horizon is portrayed as ovals that refer to how component parts are 
related logically. 
 
The relationship between conceptions is characterised as referential and structural 
aspects that represent the what and how of experience and understanding.  The 
referential aspect of the outcome space (what) has been identified as differing 
meanings of the care-giving experience in the context of paediatric home ventilation.  
The structural aspect (how) is shown to be hierarchical based on three dimensions of 
variation in awareness of experience and understanding.  The three dimensions of 
variation refer to the macro level of awareness (the first and second conceptions), the 
micro level of awareness (the third to sixth conceptions), and the transformative level 
of awareness (the seventh conception), which are named Group A, Group B, and 
Group C respectively.  The three dimensions of variation reflect both the referential 
and structural aspects of the outcome space. 
 
Group A conceptions refer to meaning in terms of a global level of experience.  They 
focus on the experience of seeing one’s world as a whole; that is, the experience is 
experienced as a general feeling about his or her world.  Accordingly, awareness of 
experience is described as a macro level in which hospital and home are understood as 
environments that are different to commonplace understanding associated with a 
“normal” family life.  Conception two links all remaining conceptions together in 
terms of meaning and structure because at this macro level of awareness it implies 
new experiences of caregivers that occur both in the foreign environment of a hospital 
and in a familiar place such as the family home. 
 
Group B conceptions describe meaning in terms of the functional aspects of care 
provision.  The structure reflects seeing experience as parts of the whole; that is, the 
focus of experience is dealing with specific aspects of care at home.  Awareness of 
experience reflects a micro level of understanding of the burden of caring for a 
ventilator-dependent child.   The burden of care depicts an ambiguous social identity, 
ambivalence toward medical care and machinery and toward home nursing, and the 
experience of social isolation. 
 
Group C is represented as the seventh conception and describes meaning in terms of 
personal growth.   The structure focuses on transformative experience in self; that is, 
experience is at a transformative level of awareness of self.  There is a substantial 
shift in the level of awareness from the first to the seventh conceptions.  Focus 
changes from understanding about external environment and care to understanding 
about transformation of self.  Personhood becomes the focus of meaning as the 
caregivers described positive changes to self that were experienced within themselves. 
 
 
DISCUSSION 
The findings of this study are distinctive, significant, and contribute new knowledge 
for understanding the experience of paediatric home ventilation.  Caregivers revealed 
seven distinct ways of experiencing the care-giving experiences at home.  While 
caregivers were trained and prepared in hospital for the child’s discharge and positive 
outcomes were expected at home, the care-giving entailed new challenges and distinct 
burdens that were stressful and frustrating.  The study demonstrates that support for 
the physical and psychological experiences of caring is often inadequate.  Caregivers 
revealed their difficulties parenting not only from the burden of providing medical 
and technical care, but also as a result of their vulnerability when parenting in the 
context of a medicalised home. 
 
Medical treatment and technology are normal and routine for healthcare professionals 
but they are foreign to homes and families of ventilator-dependent children.  While 
caregivers sustained the lives of their child and experienced success in home care, 
they experienced intimidation and intrusiveness to the private nature of family life and 
parenting.  Caregivers identified significant workload at home from dealing with 
medical care, technology and home nursing.  They revealed increased dependence on 
machines and people such as home nursing professionals, allied healthcare workers, 
school, and external family members.  The increased level of dependence was 
described in terms of distress and frustration because freedom and choice in parenting 
is restricted.  Similarly, the privacy of their parenting experience was altered due to 
the presence of non-family members in the home. 
 
Social isolation and inadequate support for families of ventilator-dependent children 
described in this study confirms current literature (Oslen & Maslin-Prothero 2001, 
Beale 2002).  The lack of support for families through the provision of home nursing 
respite care, psycho-social support, health education, marital counselling and 
community acceptance, can often lead to confinement to home, feelings of social 
marginalisation and less social and employment opportunity for the child and family.  
A vicious cycle of an inadequate home nursing service and a gap between family and 
tertiary healthcare system has been described by the caregivers in this study.  
Fragmented collaboration between healthcare providers and carers, lack of support 
and misunderstanding about care in paediatric home care setting are unacceptable and 
need serious attention. 
 
Conclusion 
This study has found that primary caregivers of in-home ventilator-dependent 
children have become not only expert in managing medical care of their child, 
but also “better” people who show respect and empathy towards others who are 
disadvantaged.  They grow to be positive about many of their experiences at 
home despite significant challenges. 
 
The experiences of caregivers show that knowledge and support can not focus only on 
getting ventilator-dependent children home, but must also focus on the physical, 
psycho-social, financial and societal impacts of “transferring a hospital to home” in 
addition to the long-term needs of individual child and family.  Variation portrayed 
through the outcome space highlights seven qualitatively different ways of 
understanding the experience.   The seven conceptions represent seven distinct ways 
of comprehending the care-giving experience and are significant for the future of 
paediatric home ventilation.  Nurses who care for families of children dependent upon 
ventilation assistance need to be aware of the experiences of caregivers at home.  
Better consideration must be given to provision of support for the burden of care 
through the provision of respite, psychological counselling, care information and 
practical support in addition to adequate financial provisions for sustaining home care 
and maintaining quality of life for families. 
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